BILL, HILLARY & 2008 - THE TIP SHEET GIFT GUIDE

(11 OW ing L




'I‘eénagvers and young adults are the
emerging face of autism as the disorder
continues to challenge science and unite

What ==
Happens &
When They
Grow Up

BY BARBARA KANTROWITZ AND JULIE SCELFO  Matthew, 17, talks about an upcoming gig with
HICKEN AND POTATOES. CHICKEN  his band. Danny seems not to notice any of this.
. and potatoes. Danny Boronat wants  “Mom,” he asks in a monotone, “why can't we have

chicken and potatoes. He asks for chicken and potatoes:™ If Danny were a toddler,
it once, twice ... 10 times. In the his behavior would be nothing unusual. But
/ kitchen of the family’s suburban Danny Boronat is 20 years old. “That's really what

New Jersey home, Danny's mother,  life with autism is like,” says Loretta. “1 have to
Loretta, chops garlic for spaghetti sauce. No keep laughing. Otherwise, [ would ery”
chicken and potatoes, she tells Danny. We're Autism strikes in childhood, but as thousands of
having spaghetti. But Danny wants chicken and families like the Boronats have learned —and thou-
potatoes. Chicken and potatoes. His 12-year-old sands more are destined to learn—autism is not sim-

sister, Rosalinda, wanders in to remind her moth-  ply a childhood disorder. Two decades into the surge
er about upcoming haskethall tryouts, His brother  of diagnoses that has made autism a major public
Alex, 22, grabs some tortilla chips and then leaves  health issue, a generution of teenagers and young

to check scores on ESPN, His other brother adults is facing a new crisis: what happens next?
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Christopher Jorwic, 17: He doesn't speak, despite therapy since childhood. His parents, Lee and Terri, who have been active in the
nutism movement for years, call him their ‘gentle giant.” Caring for him takes extraondinary effort; they fear what will happen when they die.
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Health Areas Implicated in Autism

Unlocking the s
Secrets of Autism JEEEs

Autism is & neurological disorder that appears during the first
three years of life, It affects social and communication skills
in as many as 1.5 million peaple in the .5, An overview: and behaviar

The biradn of a child with autism 18, on average, about 10 percent larger thana
narmal braan, Grosth varies by rogion and age and has bosn Beked 10 bahavior

Mormal brain size Autistic- brain overgrowth” —
- = LDBE
9'\

TENPORAL # DCCIPITAL
LABE # 1 %
15% CERERELLUM
B% 3
THE IFFEREMCES: The averages volume af o healthy young childs brain is 3y TRAIN STEM

abeoat 1. T8 0mE. An nutiate Biaen aan b choser o 1, 300ml Lindike the brsin ol &

child wyth auteam, that ol a healthy child continwes 1o grow until sdolescence, The
atigie hritn G geoe 10 is full saes roaghly saght 1o 10 years pramaturely, which
may infwence the generatian af peural eercuitry and tha child's behavior parterms.

WHEN BRAIN SITE CHANGES:

At hirth, the acivistic e = sinvlas in
size ¥o & heakthy ehild's brain. Borwesn
birth anil 2 years it grows o be
ahndrmally larme, reaching 178 masEmiem
sipe berween 3 and & years of spe

Possible Causes

PERCENTAGE DRFFERENCE
10% -
B=
2 A RANGE OF CONDITIONS: The disorders on the spectrum are chamctorized
» Auntistic brain by by severn impalrment in certan areas of developmens, ncluting social and
10 size and aget communication ckills. Autism is tho bost known of the group
B0 s w15 o0 28 0 2 a0 Higher functioning Lower functianing
KGE I YEARS - e
4 PR 3 11 71 s L 3 ASPERGENS POD -NES ALITISM CHILOHEDD RETTS
SYMORDMT DEINTEGAATIVE DIZORDER
vou? You want me 0 oo all thiese th njs umtdl e e gan o ESCHOER
right away) 1 go, "No, no, ne. | reassure her mol  other Lecns
that we're not tryng o push her” Bot an with  autism—young  people s mothe ensthvity, “Hi . yes, bt she's very reh
o o tovn bater, her mother savs, Chinistim describes as cqu iy ':||III'|-.'. o priovues andd 1 woold never do that™
will ask, “Is it OK of | hke Disney Prinoess I o way, I x|-||h|||||5\.-..|l.||| "Hie's mt As voung people with autism approsch
o b other kcls i ape dom't like ite erncted by gicds,” Bowers savs, “bat les shy adulthood, some parents cant help bt feel
ers af Thousand Oaks, Cabl He doesn't really know hosy to talk to them,” the hu _'.||-|-|I-.'|--|'.‘.|-|,--.r| hilel’s Hves and
savs her son, Thvior Cross, 17, seems s et A few momths epo, he asked out o g from otheers thie same age. “IPs very hand, e LR
Iy nornaal ar first. But sometimes he'll just his schionl who does not have autism bt |:-. N ORI COMPCTITNG SOCHCTY W .||l-|_li‘1'
hlurt ot what he's i r wathout any in who had been friendly to lim. Bowers had a strive for perfection,” save Chantal Sicik
termal censorship. Passir ranger on th |-L1|| eslosrist frienmd shadiowr th n||||-||'._|l the Kira, whose son, Jeremy, 17, can oomimuni

street, he might sy, “You'r wheelchair!™  muowies lor only spoke about sulyects  cate ondy by podnting to letters on an alphabet
When you're socially odd, poople  an he was interested in” Bowers savs. “He board. The San Dicgo resident hosts “The
ufraid,” Bowerrs apyvs, “They want to gt awa wouldnt do a I-I.I|:-:'ln-.'\.: back-and-foril Real World of Autism With Chonial ™ on the
from vou and cross 1o the other side of the comversation on opes about he Snill vutism One Radio Intemet station and
street” Not surposingly, Tavlor had oo when Bowers later asked ifhe wantedto kiss — wiote “Adolescents on the Autism Spec

triends at all in the public school he attends . the gard, Tavlor surprised his mother with his  trum”™ (Pegaem, 2006), Like many young
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evel, competes the Special
Olympics and willingly takes on
househodd chores hke boading
the dishrwasher, But he also can
spend hours playing with water,
ks obsessively ot his cuoti-

The upper two scans show how the autistic brain responds when
wiswing piciures of an emationally important persan, such as a
mather, The lower two show haw a healthy brain responds. The
sizm of the colered areas cormespond fo neursl activity,

He pi

Mustistic braln (ot profile)

cles, and sometimes culs him
self { his mother tries to hide any
serssors in the house ), He has no
close fmemds, Next vear hell
mrn 21 and wall no loneer be eh
gitde for the workshop whiere he
line work
three davs a week, After that?
Mo one ko, not even his i I

enits. "lit's ten '.;\.Illn_'_"

chowe=s simiple assembly

suys his
miother, who started her own
chanty called DannvsHouse to
fieas com addults,

A few states hke Calidormia
and Connecticut, newlhy awre of

Ft!. (L -'J in

1, hahits

the erisis, have launched efforts
oy rreeect adult needs. But until
programs are widely available,
tamlics are left tocobhle tometh
er a patchwork of solubons

froam indirmmal day core o hourdy
carctnkers to private residential
perograms. Hut these are stopgap
Parents worry  tht

FUNCTIONAL DIFFERENCES: () Modial frontal lobes.

Azeribe socinl ond amorienal meaning and inegpeaation
Al=o irvrolved in how we frt ourselves inte the world around ua
'B Postorior cingulate, Highly active when wo remember
pmatianal evenis in our lives, such a8 a hirthday party

0 Superior tempaoral gyrus. Processes suditory stimidi
The mmygdala, a struciune deep within, assigns emotional
significance 1o images and evenis.
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they will nan outof money topay

foor these services-—and that they

won't be around forever to or |

ramge them for their children. I
Its understandable  that

thiesg :_'I|_|_I'I.'1|‘|-\- '.'.|.l|||-| !:\.1_'| this

tramghit Many aduls  with

AULISIT MECUITe SO Fmu h Speci

rch hark
CAsOIN are
the bindic= ol

Wi e herms

el o y L care that s hard to magne
anyone but a loving  family
lllm-mndn.al Eﬂddl'ﬂmﬂ' willing to provide i

mpproaches: Medication is

memiber
“My wife and I are concerned
about what's goang to happen to
our son when we pass on,” save
Lee Jorwic, whise son Christo-
pher, 17, is unahle to speak cven
though hes been in therapry
halelbvosoel. At 6 feet 4 tnches amnd 200
ir pentle mant,”
his father svs. But because of his disabili

t routine tsks roguine ex

Treatments

B Learning approaches:
VETAE

many fumilies and, with the help of thermpy,  sinee
|n||||||.|l\. l'!j'"-\.||||||||-_' s ol

SIS W ith A= |l'!|"'||"| ||||l+"-'||1 WOEITVITTIm -
ments difficult. "1 he walks into a new ston

his mother savs,
fluorescent lighting, within 10 minoes 11

themmands of voumgsters who in earlier gen-
and theres horrendous erations would have been consigned to in

stitutions are now going to college and look e, oven the mos

ok clewri aned be's startimg (o wet limesed
Despate such challenges, Swcle-Kira plans to
help Jeremy live on his own when he's an
perhaps  meowming with  another
Soung I"‘. SOy I'\\I:.rl.l

ndent lving 1s

HILLTH

Indepe a mugor goal of

img forward o a normal life with a job. Bt
for every one wiho makes it, thore are maas
more young people hke Donmy
whir has come o far and vet stll faces moch
uncertainty. Once unable o ubiers

tenoe, Danny now reads ot a second-grade

Horomnat

LR |

tracrchiary pre [ ioms, Thi vesirs agn for
cxample, Chnstopher got an eve infection
He couldn't st still long enough for the doc
tor b0 peerform an exam s he had o go un-
“pist sor the

der anesthesia twaao gy could

look 1 his eve,” his fmther suvs. Grossman

"Parents fight this all their lives, and then they
don't th a place for their child after they die.

MOVEMBER 27, 2000 WEwsweex 51




Health

says the Autism Society pets hundreds of
citlls every day from familics like the Jorwics,
“The most distressing, most disheartening,
are from parents of older Kids, parents who
are 4t the end of life" They've been
fighting this all thear life, and they don't have
i [JlilL'l.' ior the kid after they dic.”

The natural successors th parcnis ms
carctakers would be siblings. Some fami-
lies fieed that’s too much of o burden: others
gav that's n natural part of life in a fmily
with autism. When one sibling has autism,
the needs of so-called newrotvpical chil-
dren may seem to come second. Beth Eis
man of Potomase, Md., mecently sent her
oldest doughter, Melanie, 18, off to college.
Her goal fior her vounger daughter, Dana,
16, is more basic: independence. Dana’s
tantrums limited the family’s participaton
in Melanie's school activities, “The old days
were pretty bad,” Eisman zavs, “Melanie of-
ten took the brunt of it Now that Melane
is gone, Dana feels the loss, Eisman says
Dang often goes into her sister's poom and
sav, "1 want Melame."

Many families are sustaimed knowing
that, by raising awarencss of autism, they
have already given their children the gift of
a meamngfol identity, "I this was 10 years
agu, my davghter’s classmates might say
she's the one who talks to hersell all the
time and flaps her hands,” savs Rov Richard
Grinker, an anthropologist at George
Washington Un ix'L-nlrj.' anud father of Isabel,
15. “But if yvou ask these lads in 2006 about
Isabed, they say she's the one wh -1]1Ln- the
cello and who's smart about animals” In-
spired by his daughter, Grinker explored
autism in different colturés for his book
“Unstrange Minds: Remapping the Wiorld
of Autism” [ Base Beoks, 2007) “The mor

he says. “

——

to the ‘Curious George' theme song an her iPad. Peopl
because he feals you can handle it,” says her mather, Be

peers of the same age group understand
about nutism, the more likely they are to be
kindl, caring and integrate them into com-
munity life.”

Tweenity vears ago, that kind of scoeptance

was inconcovable, Autism was consudenid

"‘\-“

ooks. She lisiens
5 you something
| can handle i, but | want a cure,

rare and few phyvacans anderstood & or
were ahble to help. The disorder was first
identificd by Leo Kanner of Johns Hopkins
im 1943, About the same ttme i German sci-
entist, Hans Asperger, described a less se-
vere form of the condition. But with the as

Nuw clues and new quesﬂuns in the hunt for a cause. “autisms.” Same children with the
disarder nevar speak. Others “are
50 fluent that you can't shut tham
up,” says Sarah Spence, a pedi-
errl e S'te afric neurclogist at the NIMH,
About 20 percent of kids with
autism hit early developmenial
BY MARY CARMICHAEL were, he says, “an era of psycivalry  are starting to unravel the shroud milestones but regress around 15
homias Insel spent that had no scionce.” of mystery that has hung over to 18 manths; the rest don't make
years fraining as a Today's paychiatry has sci- autism since it was first described  ir that far. What binds them all 1a-
peychiatrist in the ence—and i1 i science—and in- in 1543, But with each new dis - gethar is largely unclear,
1970s, and in all that creasingly, it is offering hope for COVErY, more questions anse. But autism |s known ta be
tima he saw not ong patients with autism. As director That includes the most funda-  highly heritable, and last month, |
child with autism_ In 1985, curios-  of the National Institute of Mental ~ mental guestion of all: what is what was viewed a5 a major
ity st him searching: it took sev-  Health, Insel now heads an autism? Although the basic symp-  breakthrough, Yanderbilt Univer -
eral phong calls to find o single pa-  agency thaf funds outism re- toms are well defined, ressarchers  sity's Pat Lovitt identified tha first
fient, His only prior exposurg 1o the  search all over the nation and also - are now Irying to cartegorize the common gena that plays a robe,
disorder was a lecture in which conducts propects of its own. sacondary ones, a sulte so varked The MET gene halps build tha
Bruno Bettelheim “explained thatit ~ Thanks to revolutions in nevro - that Insel’s colleagues have start-  brain in uters and in childhood. A
was due to evil mothers.” The'708  science amd genatics, sciantists od referring fo the disease as faulty variant appears in 47 per-
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cendancy of psychoanalysis in the postwar
years, the predominant view was that autism
wirsa psyehologieal disonder caused by alack
of love from “refrigerator mothers” o term
introduced by the controversial pevchologist
Bruno Bettelheim, In the 19704, parents start-

tright), plays in a v him

o pushing back agmunst this theory and en-
couraging researchers to ook for neurologi-
cal causes, [t wasn't untal 1980 that autism
became an official clinical diagnosis, sepa-
rate from childhood schizophrenia or retar-
dation, Smce that time, as scientists have

learned more, they have broadenasd the diag-
nosis to indude a spectrum of disabilities.
Now, they are re-evaluting it even further,
considering the idea that there may be multi
ie “avtirns” ( gudebar ),

s knovledge about autism spreadin the
19905, families begun to get more accumte
dingnoses for children who might inthe past
have been labeled mentally retarded or emo-
tionally disturbed. and the nomber of coses
skvrocketed. Because of the Internet and ex
tensive networking, parents around the
country found allies and became powerful
and articolate advocates. Even longtime
autism researchers sav familics hove really
led the way, “Bevond rmising awareness,”
says Dr. Thomas Insel, director of the Na-
tional Institute of Mental Health, “familics
have become the real experts on this disor-
der. They harve to figune cut how to cope with
a child who becomes explosive, disruptive,
who could hove a meltdown at any moment.
They become highly skilled at knowing
what helps.”

Autism has set all these families on a
umgue joumey and, while the road ahead s
still unclear, they cherish small triumphs
along the way, Grinker has a Ph.l, from
Harvard and, in his community, mamy par-
ents dream of sending their children to the
Iy Lessgrue. Heand his wife, Jovee, a psyehi-
atrist, know that 1sabel will never join them.
But raising Isabel has its own rewards. 1s-
ahel's sister, Olivia, 13, is“like a third parent,”
sys Grinker. The family judges Tsabel not
vy the standards of others but by low far she
has come. “When lsabel achieves some-
thing, I fieel like we're o team, like we all did
it, and 1 feel incredibly rewarded,” he says.
For niow, that 1 enough,

With KAREN SPRINGEM ardd MARY CARMICHAEL

cont of the population, the vast that might et off the disorder in which allows hoalthy people to feel  aro studying the antibiotic ming -
majarity of whom are healihy—but  patients who are already genati- ampathy. Other work shows that eyeking, the marernal hormane
a child wha carries that variant cally prone foit, U.5. scientists distant parts of the autistic brain mxytacin, the drug Ecstasy, and a
algo carries more than double the  recently teamed up with counter-  are connacted by too fow fibers, hast of ather candidates. The
risk of the disesse. Another, rarar parts in Denmark and Morway 1o while areas close to each otherare  MIMH has also just begun a trial of
gene, also implicated in brain de- sereen samples of hiood and am- connected by ton many, tangied in chekation, a process that draws
velopmant, was identified in Au- niotie fluid for possible toxins. And  thickets of “white matter.” heavy matals out of the bady. The
gust, and mutations on almost rosearch is undorway to soe if The ultimate goal of all the re=  thorapy is papular amang parents
every chromosome have heen viruses might be Invelved. search is 1o find not just a cause whio maintain that mercury from
suggested as possible culprits, Beientists have also recanily but a cure. Early behavioral thera-  vaccines prior to 1998 plays a role
ineluding some implicatod in rare found several regions of the brain ~ py can produce stunning results, in autism—despite scientists’ ns-
disorders related ro autism, such that ditfar from the norm In pa- and parents have pmbraced it—the  surances that It doesn't, “Tha hy-
as Roit's Disorder and Fragile X. tients with autism (graphic), bui intensive clinic at UCLA has an pathesis is difficult to suppart,”
“Thare are perhaps hundreds of none of them appears to be the 18-month wairing list. S1ll, says says Susan Swodo, the NIMH's
different causes, and | think tha aole problem, Tha key to the dis- Imizod, "it's hard 1o imagine fhat chief of pediatrics and develop-
finld is finally coming to gripswith  order likely lies not in ona region with a disease this disabling mental netropsychology. “But the
that,” says UCLA nourogenaticist but in the way the brain is wired. there's been nothing but behay - anecdatal evidence s overwhelm-
Dan Geschwind. Soma researchers pin the problem  (oral treatments,” Although few img. If this works, | want to know
The NIMH is alsa newly inter-  on defects in the brain's decen- drug companies sonducted prom-  why.” Thousands of scientists,
ested in environmeantal faciors fralized "mirror newron” network, ising trials this year, resgarchers parents and patients do too,
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